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How to Use This
Manual

A Word about Format

Issues to Consider in Training Staff, the
first section in this manual, is background
reading for you, the trainer. It highlights
adult learning principals and other concerns
that may be important for you to consider
as you do dementia training.

There are nine general sessions in this
training manual. Each session consists of
many ideas that may be used for multiple
trainings on that particular topic. Each
session is divided into parts.

In print:

e Suggestions for Trainers are just that
— some of our thoughts, ideas, and
suggestions for ways of putting material
together for that topic area. In the
Suggestions sections, we offer ideas of
videotapes to use, additional reading,
some of our beliefs and ideas about that
particular area, and training tips for
using the exercises and case studies. At
the end of each Suggdestions section is
a list of the materials on the CD for that
session.

¢ Qutline for Trainers. Each session
has an Outline written for the trainer.
There may be more material than you
want, or you may find there is enough
information for multiple sessions. Feel
free to use it as you wish.

e Reference List. All references throughout
the manual are included on this general
list at the back.

¢ Audiovisual Resources. All AV resources
throughout the manual are included with
source information at the back.

¢ Dementia Competencies, Michigan
Dementia Coalition. These are available
on-line but are reprinted here for your
convenience.

On the CD:

e Handouts, Exercises, Case Studies.
Depending on the topic area, there are
handouts and various kinds of exercises
to use in training. All handouts,
exercises and case studies are on the
CD. These are for you to duplicate and
use with staff.

e Photographs. Some sessions include
photographs of people or objects.
These can be found on the CD and are
available for printing or duplication.

e Powerpoints. Most sessions include
powerpoint slides designed to follow
the Outline for Trainers.

On the DVD:
e Videotape clips. All videotape footage
is on the DVD.



Issues to Consider in
Training Staff

Beth Spencer and Regina McClurg

This chapter is a reminder about some

of the issues that are important to

ensure effective and successful training.
Remember: better trained staff will
provide better care, will be more confident
and happier in their jobs, and often will
lead to lower turnover. “Our research
indicates the best weapon against turnover
is continuing education that specifically
deals with the interpersonal aspects of
resident care. “ (p. 84, Pillemer, 1996)

In this chapter we will discuss briefly the
following issues:

e Obstacles to effective staff training

e Picking up the challenge: Overcoming
obstacles to staff training

e Basic adult learning principles to keep
in mind
e Goals of effective dementia training

e Effective and interactive training
strategies

Obstacles to Effective Staff
Training

Of course, the obstacles to effective training
are different in every setting. But there

are some that are common to trainers

in nursing homes, assisted living, and

adult day programs. It can be helpful to

list the barriers that you face, to begin to
understand what you have control over and
what you don’t.

e Institutional attitudes toward direct
care staff. In all of the settings where
we work, there are institutional attitudes
toward staff that may affect the way we
feel, the way staff feel, and the way that
training is viewed. Often these attitudes
are unspoken, unconscious, and go

unchallenged. Examples include nursing
homes where the relationship between
administration and direct care staff is
suspicious or even openly antagonistic. In
some facilities there is not antagonism, but
there is no support either. There may be
little funding available for training and no
attempt to make staff feel good about their
jobs. In other homes, there are attitudes of
respect among all levels of staff, who view
each other as crucial parts of the team. No
matter where your program falls on this
continuum, these attitudes will have an
impact on your training program.

e Institutional attitudes toward training. Is
training viewed as a necessary evil in your
facility? Or as a crucial, on-going activity?
Again, where your program falls on this
continuum will have a profound impact on
you as trainer. Some of the factors that
may be telling include:

e whether staff are willingly freed up for
regular trainings

e whether problem-solving sessions or
staff team meetings are viewed as a
legitimate use of time

e whether you are given the resources
you need for effective training

e whether you are able to provide
refreshments for staff during training
(at the facility's expense) and generally
make staff comfortable.

e Attitudes of staff toward training. This
will be partially determined by the attitude
of the institution toward training. If the
administration views training as a necessary
evil, and staff have to work extra hard to
make up the time missed, staff attitudes
toward training will necessarily be negative.
Are trainings mandatory? Are staff paid
for training time? Do they have to take

on extra work as a result? All of these will
affect staff attitudes.

* Previous experiences with training
or education. Many of the people who
are direct care staff in our programs had



negative or difficult experiences in school
when they were younger. They may
associate classroom time with testing,
failing, or being put on the spot. Also they
may not always see the association between
training topics and the realities of their
jobs.

e A training style that does not match

the learning styles of staff. Later in this
chapter we discuss some things to keep

in mind about adult learners. If we, as
trainers, go in and lecture for forty-five
minutes, we will lose the attention of many
adult learners.

e Tired and distracted staff. Unfortunately
it is a fact of life that many of the staff we
hire and work with have difficult lives.
Often we know nothing about all the other
things going on in people’s lives, or we

may be aware of them but feel helpless. It
is not unusual for staff to be dealing with
eldercare issues at home, with substance
abuse problems, crime, children with
problems, illness or death, with financial
crises, or to be single parents raising
children under difficult circumstances.
These concerns can cause enormous
distraction for staff members that will make
training more of a challenge.

® Turnover. One of the difficult facts of life
in the world of long term care is that staff
turnover is a reality of life (particularly in
times of low unemployment). For trainers
this is a continuing challenge — how to
structure training for a revolving-door staff.

Picking up the Challenge:
Overcoming Obstacles to Staff
Training

e Just listing the obstacles where you work
can be a helpful exercise. The list above

is by no means exhaustive. Some of those
may not apply to your situation at all. But

none of us works in a perfect environment;
there will always be some barriers to
training, and it is helpful just to be aware of
them.

e Know what you do and do not have
control over! Some of the barriers in

your place of work may be things that you
cannot change. Again, it is helpful to be
aware of these so you do not constantly feel
that you are knocking your head against
brick walls. Working for change on things
we can change, letting go of that we cannot
change are skills we all need to cultivate.

¢ Think about how to build support for
training with administration. If training is
not viewed as important, are there things
you can do to help change that attitude?
Can you train staff about a particular kind
of problem and demonstrate change in the
quality of care? If you are excited about
specialized training, can you get permission
for a special series?

* One of the things you can change is

your training style. If your staff are not
responsive, remain aloof and unengaged,
look at your training style. Are you drawing
on their experience and expertise? Are you
using the interactive strategies that work
best with most adult learners?

e Don’t ask staff to do the impossible.
Many of us have a vision of what ideal
dementia care should look like. But most
of us work in less than ideal settings, often
short-staffed. If we train staff to provide
care in ways that may be impossible given
their work environment, we are doing them
a disservice, and they will quickly become
disenchanted with training.

e How are staff supported in your
environment? Perhaps there are things
that you or a staff team can do to help staff
with stressful lives feel more supported.



Basic Adult Learning Principles to
Keep in Mind

¢ Adults must see the need to learn.
Therefore, information should be practical.
If, as trainers, we can constantly relate the
content of what we are teaching to staff
jobs and to our residents or clients, it will
immediately be more relevant.

Example: When teaching about the
symptoms of dementia, use residents from
your program to illustrate different aspects
of dementia.

¢ Adult learning is usually seen as a means
to an end rather than as an end in itself.
Focus on how staff can use the information;
avoid being too theoretical or impractical.

Example: Learning about ways to avoid
difficult behaviors will make staff tasks
easier and less stressful.

e Adults have a variety of learning styles
— visual, auditory, and kinesthetic (motor
learning, learning by doing). By a large
majority, most adults are primarily visual
learners. Thus it is very important to vary
how we present material.

Example: We often present mini-lectures
accompanied by handouts or powerpoints
or both, so that staff are hearing and seeing
at the same time. We also use lots of case
studies and exercises to have them practice
and think about what they are learning.
And we use a lot of discussion to draw out
and build on their experience.

e Enhancing self-esteem is a strong
reinforcer for learning. Many staff have
experienced education as an atmosphere
of failure. Focusing on staff strengths and
accomplishments will motivate staff to be
involved in training.

e Adults are more likely to let mistakes
affect their self-esteem than younger
learners. Again, it is imperative to make
the training environment a safe place,

where staff do not feel they are being set up
for failure.

e Adults need to integrate new learning
into what they already know. Whenever
possible, build their experiences into the
training; this reinforces the importance
of their experience and helps them put
new ideas in context. We have included
discussion questions at some points that
build on their experience.

Example: When training staff about
families, draw on the experiences of those
who have had a family member with
dementia. What was it like for them? What
might it be like for other staff members to
have someone in their family diagnosed
with Alzheimer’s disease?

e Information that conflicts with current
beliefs or values will be more difficult (or
impossible) for staff to learn. In order

to produce behavioral change, learning
must impact feelings, beliefs, and values.
But this kind of learning takes more time,
and requires us to be patient and non-
judgmental. It is imperative that we do not
imply that staff values are wrong; rather we
must try to help them see other points of
view.

Example: Many staff believe that difficult
individuals with dementia are intentionally
resistant or combative. Teaching them
about the changes in the brain, and the
course of Alzheimer’s disease may help
combat this belief, but it will take time and
repeated reinforcement.

Example: We all hold strong values about
families and how they “should” behave.
Many times what staff see in families of
residents conflicts with their values about
what families “should” do. Helping them
begin to understand their own value
systems, and to empathize with families
who come from different experiences can
help begin to change attitudes. However, it
will not be easy!



e Fast-paced, complex, or unusual
learning tasks may interfere with learning.
Choose activities with which staff will be
comfortable, and break complex tasks into
simple steps for learning.

e Adults like to know what they will be
learning. Clarifying goals, expectations,
and the agenda at the beginning helps most
adults feel more comfortable.

e Adult attention spans are often about 15-
20 minutes. It is helpful to plan to change
your mode of presentation about every
fifteen minutes.

Example: In a forty-five minute training,
you might want to include a mini-lecture,
brainstorming, and a five minute clip from a
videotape.

e It is important to reinforce “minority”
opinions and the fact that there are
generally multiple ways of approaching any
situation. This can help dispel resistance
among staff, teach tolerance, and reinforce
a creative, less judgmental approach to
problems.

Example: Most of the staff believed that
Mrs. Jones’ combativeness was due to a
long-standing “ornery” personality problem,
which her daughter confirmed. Two staff,
however, wondered whether she became
combative when she was frightened. The
trainer reinforced that as another possible
factor and led a discussion about what staff
could do to help her feel more secure if,
indeed, she is frightened.

¢ Adult learners learn better when they
can readily apply the information. To
help them integrate new materials and
approaches, it is important to help them
identify ways they can apply them.

- Focus on how the discussion applies to
their lives and jobs.

- Present some sample situations where
they can apply what they have learned.

- Ask them how they can apply it.
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- Assign some homework to do before
the next training session.

- Example: At the end of a
communication training session, we
asked staff to come to the next session
prepared to describe one conversation
with a resident that went well, and one
that did not go so well.

® Adults learn better in a comfortable
environment. We are all influenced

to greater and lesser extents by our
environments. If training occurs in a
dismal, uncomfortable room, staff are sure
to be less responsive. Can you do anything
to improve the training environment? Can
you provide snacks or drinks? Food always
helps create a more pleasant atmosphere!

Goals of Effective Dementia
Training

We have listed goals for each of the training
sessions. However, your goals may be
somewhat different. It is helpful to step
back before a training session and think

about the most basic ideas you hope staff
will leave with.

Our most basic goals in all dementia
training we do are the following:

e To help staff understand that first and
foremost, this resident is a person, who
happens to have a disease. Throughout

all sessions we emphasize that in different
ways, which are described in Respecting
the Humanity of the Person. We try to keep
this goal in our minds at all times, as we are
training staff.

e To help staff understand that the changes
they see, the behaviors they struggle with,
are largely the result of a brain disease that
the person has no control over.

e To help staff understand that behaviors
have meaning — that they are sometimes



the only means of communication left to
individuals with dementia.

¢ To support staff, to enhance their self-
esteem whenever possible, by involving
them as peers and teammates in learning
about dementia, as they perform difficult,
but often rewarding, jobs.

Effective and Interactive Training
Strategies

As discussed above, adults generally learn
and retain information better when they
are actively involved in the process, not just
passive listeners. The following are some of
the many training techniques available to
help engage your staff.

* Brainstorming is a technique for getting
participants involved in the discussion
quickly. In a brainstorming session, the
trainer asks a general discussion question

to get people thinking. It is a good way to
show staff that you are interested in their
thoughts and ideas. It is important for you
to think through ahead of time what answers
you hope to get, what points you wish to
cover. Throughout this manual we have
included discussion questions that we use for
brainstorming.

Some rules for brainstorming:
- Use a flip chart or blackboard to write
answers to the questions.

- Write everyone’s contribution down.

- Try to make a positive comment about
each, even if it’s simple. Examples:
“That’s an interesting idea.” or “Okay.”

- Ask questions if you don’t understand
what the staff member is saying; try to
help her clarify her thought or idea.

- Make it a non-judgmental process — do
not allow staff to laugh at each other’s
comments or whisper about one another.
Model the kind of non-judgmental
attitude you wish to create in training.

- Use their ideas to illustrate points you
want to make. Have examples ready
from the residents you work with.

- Go back through the list at the end,
highlighting points, or disagreeing with
points in a way that corrects but is not
judgmental. Example: “This point was
an interesting idea; lots of people think
it is true about dementia, but in fact
it’s one of the myths about Alzheimer’s
disease.”

- Add other points at the end that you
wish to make, or use transparencies to
summarize.

e Case studies are short presentations of a
situation or a resident with questions for
staff to respond to. They are often a good
way to illustrate specific ideas you are
trying to get across, and a way for staff to
practice a particular skill. For example, we
often use case studies to help staff think
about the causes of particular difficult
behaviors, and to practice problem-solving
techniques. Throughout this manual we
have included samples of case studies that
we have used to address different topics.

Some things to think about when designing
your own case studies:

- Use situations that are familiar to staff.
Building case studies around some of
your own residents can help staff view
their problems in new ways.

- Use case studies to sensitize staff to the
feelings of residents.

- Think carefully about the questions
for the case studies. What ideas do
you particularly want to get to? Make
the questions as specific as possible.
Examples: What do you think Mr.
Brown is feeling? What would you
want a staff member to say to you if
you were in this situation?

Logistical issues in using case studies:
- Be sure you have enough copies of the
case study so everyone can see one.
- Be aware of the literacy level of staff.
Always read the case study aloud to

11



the group before they begin working on
it. Ask if it is clear, or if people have
questions.

- Think about whether you want staff to
work individually on the case study or
in small groups. If literacy is an issue,
groups will work better. Sometimes
it is helpful to have staff think
individually about the questions and
then discuss them in their groups.

- Keep groups to a maximum of six
(three to four is probably preferable).

- Allow enough time for the groups
to work through the case study, but
circulate to make sure they are doing
it.

- Think about how you are going to
debrief the case study. Will you
talk about it as a whole group? Will
you have each group report back?
Does each group need to appoint a
spokesperson?

¢ Videotapes can be good tools for making
information and situations real to staff.
However, having staff sit and watch videos
for thirty minutes or more is not an
effective teaching technique.

To use videotapes most effectively in
training, consider the following:

e Always preview tapes prior to showing
them. Does this tape convey what
you want it to? Are you using it for a
specific training purpose or just filling
time with it?

e Show only short segments at a time.
Anything beyond ten minutes or so will
lose some people's attention. Stop at
good breaking points and discuss the
video before continuing. We sometimes
use sixty minute tapes, but break
them down into four or five discussion
segments. Thus a forty-five minute tape
can easily take several hours to show.

* Before you turn the tape on, give staff
specific things to look for as they watch.
We have made suggestions of discussion
questions to use with a number of the
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recommended videos. Research has
demonstrated that people learn more
from audio-visuals when their watching
is directed. Give them a brief summary
of what they will be seeing and then
suggestions about what to watch for.

- Examples: “As you watch this,
think about how the elderly
woman is feeling.” or “Make a list
of all the activities staff are doing
with residents in this videotape.”

- Always allow time for debriefing.
Videos have a much more lasting
training impact when they have
been discussed. Also sometimes
staff may be misinterpreting
what they see, or there may be
something upsetting that should
be discussed. Have specific
debriefing, discussion questions
ready.

e Use of visuals. Since most adults are
primarily visual learners, it makes sense

to include visual reinforcement as much

as possible. For most sessions, we have
included powerpoints on the CD that follow
the outline in the Outline for Trainers and
many staff handouts. Most adults learn best
if they hear, see, and practice the material
being presented.

 Role-plays are a good way of portraying
how you do or don’t want staff to interact.
Generally role-plays are short (two-three
minutes) skits that show a situation
between people. Using role-plays can

be a very effective way of demonstrating
communication techniques.

Sample role-plays are included in Adapting
Our Methods of Communication and in
Helping Staff Understand and Respond to
Families. However, you may want to write
your own to address particular issues from
your program. Role-plays could address
staff-family issues, as well as staff-resident
issues.



Some trainers do role-plays that are
“ad-lib” with staff members from the
audience taking one of the roles. We only
recommend that if you and your staff are
extremely comfortable together. One of
the dangers with ad-lib role-plays is that
residents will be reduced to caricatures,
instead of presented in a sympathetic
manner that staff can learn from. On the
other hand, many times staff remember
lessons learned in impromptu role-plays
long after they may have forgotten other
things we said.

Some things to think about in developing
role-plays:
- Write out a script of the scenario

you wish to demonstrate and find a
partner who is willing to role-play in
training with you. Be sure you practice
it several times, so that you are
comfortable doing it in front of staff.

- Be careful not to caricature residents.
As mentioned above, one of the
dangers of role-plays is that we can
easily fall into stereotyping and making
fun of residents — the very things we
are trying to teach staff not to do!

- Focus staff’s attention (as with
videotapes) by asking them to look for
very specific things in the role-play.

- Example: “As you watch this, think
about what the staff member is feeling,
and think about what the resident is
feeling.”

e Storytelling. Stories — of residents or
family members or others you have known
— can be used to deliver a message or teach
a point. Often a story does a better job

of making your case or helping staff see

the practical application than anything
else. Stories are used in conjunction with
other forms of learning techniques, such

as overheads, lecture, handouts, video,

etc. Storytelling is an effective way to
communicate because stories are real life
experiences that come from working with
real people. Audiences like stories because

they are a break from more traditional
teaching methods. Stories are informal and
can relax your audience, similar to telling a
joke to “warm up” the group. Most staff can
relate to stories because they all have some
of their own and it is a comfortable formula
that most of us have grown up with. Stories
can be humorous or sad as long as they
convey your message in a meaningful and
respectful way.

Some guidelines for storytelling:

e Think about illustrative stories ahead
of time when you are planning your
training. You do not necessarily need
to write a story out word for word,
but make notes so you remember key
points of the story.

e Change names and perhaps a key detail
in order to respect confidentiality.

e Be sure there is a practical application.

e Keep it short and to the point, but put
in enough details to make it interesting.

e Practice storytelling! Some of us are
natural storytellers, and some of us are
not. You will get better at it, the more
you do it.

e Use it to drive home a point.

Storytelling Example: Fishing
by Jim Wealton

“John has lived in a medical care facility
for more than a year. He has no close
relatives to visit and never married,

having worked and lived in the woods of
Northern Michigan. He has been a rather
cantankerous person for several years and
is not always pleasant to those who attempt
to converse with him. He spends most of
his days in his room watching television or
simply looking out his window.

While visiting one day, I noticed he had
only one picture hanging on his wall over
his bed. To engage him in conversation,

I took the picture off the wall with his
permission and asked who the people were.
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John was in the center surrounded by three
other friends whom he immediately was
able to identify. There was also a pretty
nice catch of lake trout they had caught on
an outing earlier that day. He proceeded

to describe his fishing trip with his friends
(who have not visited him) and the fact that
they had caught their limit of trout. He
then became very quiet and leaned over
and whispered in my ear, “We caught one
more than the limit but please don’t tell
anyone.”

John then asked if I would like to see his
fishing poles. I agreed, thinking that he
probably didn’t have them in the nursing
home. He went to his closet and produced
two reels and fishing rods. He then pulled a
rather large tackle box out of his closet and
began to describe a host of lures to me and
what type of fish could be caught with each
lure. This went on for several minutes until
I had to leave.

For a little while, John had had an
opportunity to reminisce about a time in
his life that was important. A time when
his friends and activities had a focal point, a
time when things were better and happier.
His opportunity to go back in time started
with looking at a simple picture on his wall.
Each time I visit John, I take the picture off
the wall and he tells me the same story. For
me, it’s like seeing the same movie over and
over. For John, it’s like telling the story for
the very first time. And isn’t that what it’s
all about?”

Adding Humor to Your Training
by Barbara J. Kendall

Why should you consider adding humor to
your presentations? Why take the time to
look on the lighter side of your curriculum?
The answer is clear — with the addition

of humor to your training, it will have a
greater chance of success. A humorous
story, cartoon, quote, or picture can help
you set the tone for an enjoyable training
experience. Participants can be introduced
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to a learning environment that is accepting
as they share the experience of smiling or
laughing with their instructor and fellow
learners.

Staff who give care to individuals with
Alzheimer’s disease or other dementias
often face very difficult issues associated
with caregiving.

¢ Humor can become a method of
shortening the distance between the
instructor and staff.

e Humor can acknowledge everyone’s
humanity and allow people to look at
the experience as one to be shared.

e Humor can also reinforce important
training points and strategies of care,
which may then be remembered more
easily by staff.

e Humor can be modeled by trainers, so
that staff incorporate it into their work
with residents.

How can a trainer add humor to a
presentation? Training content in this field
is often very serious, far from the lighter
side of life. And you, the trainer, may

not consider yourself a humorous person.
Yet, humor can still become a component
of your training. Consider the following
suggestions as places to start:

e Think humor. Look for amusing
stories, cartoons, pictures, or any thing
that you find funny. Keep these ideas
in a humor file, or put them in a spot
that will bring a smile to your face
during the day. In this way you will be
more attuned to the idea that humor is
an important part of your work. Your
humor file will also give you direction
as you plan your training. Then
add those pieces of humor to your
presentation to make a point, make a
space between thoughts, or just put a
smile on the face of your audience.

e Teach staff to look for the lighter
side of their work. Staff may have
humorous stories of caregiving, but



because the situation was so painful
or distressing, they may not feel
comfortable sharing them. Give staff
permission to laugh at themselves
and the situation without personal
embarrassment or dishonoring

the resident. Sharing an amusing
caregiving situation can be an
important survival skill. When staff
share similar situations, training can
become a bonding experience.

Train with a smile and share feelings
of well being. Training needs to take
place in an atmosphere of comfort

and sharing. Anxiety and stress are
contagious emotions. We need to
model an instruction style where
participants feel valued for sharing with
the group. You can put participants at
ease with a smile and by demonstrating
interest in staff experiences. Bill Cosby
is credited with saying, “If you can

find humor in something, then you can
survive it.” Is this not good advice for
all of us — trainers and trainees alike?

It is important both for ourselves and
our staff to be sure that our humor
does not dishonor or make fun of
residents, and does not attack others’
values or self-esteem. Humor is
sometimes a matter of taste — look for
funny events and cartoons, but be sure
they are in good taste.

5
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Session 1: Introducing Alzheimer’s
Disease and Related Dementias

Anne Robinson, Beth Spencer, and Chris Curtin
With Disease Summary Sheets by Shelly E.
Weaverdyck

Interactive Training Strategies

® True / False Quiz. This is a short quiz about
dementia, which might be used to begin a training
session. We have redrafted the answers to the
questions for trainers. This can also be used as a
Staff Handout.

e Discussion questions. These provide a framework
for brainstorming key points in an overview of
dementia.

e Video clips of Edna Gates at four points in
the course of Alzheimer’s disease. These are
accompanied by background information, an
introduction and discussion questions at each
stage.

e Powerpoints that follow the Outline for Trainers.
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SUGGESTIONS
FOR CONDUCTING
SESSION 1:

Introducing Alzheimer’s Disease
and Related Dementias

The goals of this session are:

e To help staff understand that the
behaviors and symptoms of dementia
are not intentional and are the result of
a brain disease, not of normal aging.

¢ To teach staff what dementia is, about
the diagnostic process, and to make
them aware of the variety of causes of
dementia.

e To teach staff about the common
symptoms and behaviors associated
with progressive dementia, including
Alzheimer's disease, Dementia with
Lewy Bodies disease, Multi-Infarct or
Vascular dementia, and Parkinson's
disease.

e To help staff begin to see residents as
individuals with a history.

Using the Outline for Trainers

The Outline outlines key information that
should be part of an overview of dementia;
it may have more detail than you think
your staff need. You can tailor it to your
needs or can spread the information over
several sessions. In addition to the basic
information laid out in the Outline and
the transparencies, we have suggested a
number of ways to make this information
interactive and of interest to staff.

The key is to get staff interested in the
topic and involved immediately.

As discussed in Training Staff: Issues
to Consider, using different training
techniques and formats is very helpful.
Listed below are several ways we have
found of presenting this information:

* Begin with discussion questions instead
of a lecture.

e Begin with the True / False Quiz.

e Use the video clips of Edna Gates (or
other videos if available) to illustrate
one person’s progression through
Alzheimer’s disease.

Discussion Questions

It can help to involve staff in brainstorming
early on. You can use the powerpoints on
the disk as backups or summaries of the
brainstorming. After a short introduction
and some definitions, we often brainstorm,
using some of these discussion questions:

e What do you think normally happens
to our memories and thinking abilities
as we grow older?

e What things affect how well our
memory works?

e What are some of the symptoms
or behaviors you associate with
Alzheimer's disease or other
dementias?

(Make lists of their answers. As you work
through the outline, come back to the list
and clarify, make comments or corrections
to the list staff came up with.)

True / False Quiz

Another way to begin an Overview of
Dementia is to use the True / False Quiz.
Make it a fun activity, not a test. The Quiz
we have included was developed by Tom
Kitwood, a British dementia expert. We have
rewritten the answers to reflect American
terminology and statistics.

Ask the staff whether they think each
statement is true or false. You can either
have them write it down or raise their hands.
But make sure they are clear that this is not
a test — it is simply a way to see what they
already know, and which areas you should
concentrate on.

Use the answers to discuss the various points
as an overview and as a handout .

19



Videotapes

Using videos that show people with dementia
at different points in the illness is one way
of making the issues real to staff. One way to
help staff think about some of the changes
that occur with the progression of dementia
is to use a series of videotape vignettes
illustrating one person’s experience with
dementia over time. Below is information
about using the Training Tape, followed by
suggestions of other videos.

Edna Gates Training Tapes

There are four videotape vignettes that focus
on one individual living with dementia, Mrs.
Edna Gates. In the first vignette Mrs. Gates
is moderately impaired; the last vignette
shows her with advanced stage dementia.
The following background information was
compiled by her family. Trainer: It would be
useful to read this to staff before they watch
the video clips.

Mrs. Gates (1913-1995) grew up in central
New York, finishing high school at the age of
15. She was a middle child in a family of six
children. She moved to Syracuse as a young
child and grew up in a home on the edge of
the woods. As a teenager, swimming, ice
skating and horseback riding were favorite
sports. Mrs. Gates attended Cornell University
on a full scholarship and then embarked on

a 30 year career as a civilian employee of

the federal government. As a secretary, Mrs.
Gates worked with Senator Robert LaFollette
Jr. while he investigated the condition of
migrant workers during the Dust Bowl Era. In
the last months of World War II, she went to
London as an employee of the OSS, precursor
to the CIA. In post-war Berlin, she worked
with U.S. Army General Lucius Clay while

he governed the city during the Russian
blockade. Mrs. Gates was a competent,
independent and forward thinking woman
who had a challenging professional career at
a time in history when there weren’t many
women working.
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Mrs. Gates married in her mid-forties.

She traveled the world with her husband,
spending time in Japan, Africa, Europe and
England, and talked passionately about
her interactions with people from different
cultures.

She began to develop symptoms of dementia
in her early 70’s and was diagnosed with
probable Alzheimer’s disease in 1974. Her
husband cared for her and used adult day
care services to provide much needed
respite. Mr. Gates died suddenly of a heart
attack leaving Mrs. Gates on her own. Her
older sister from Ann Arbor, Michigan, made
arrangements to bring Mrs. Gates to Huron
Woods, where she lived for approximately
four years before her death.

Mrs. Gates was a strong, physically fit
woman who loved to go for walks. She
enjoyed the serenity and beauty of the
outdoors. Mrs. Gates often reminisced
about playing basketball in her younger
years and enjoyed telling stories about
being on a varsity team at Cornell
University. She had a wonderful sense

of rhythm, loved to dance and enjoyed
listening to a variety of music including
classical, musicals and opera. Mrs. Gates
appreciated the cultural arts; her bedroom
at Huron Woods was filled with an unusual
collection of Impressionist paintings and
antique furniture. She was a private woman
who would often retreat to her room for
time alone.

Mrs. Gates had a keen sense of right and
wrong and reacted strongly when staff were
condescending towards her. During these
moments, she would become verbally upset
and frustrated. Mrs. Gates was profoundly
aware of the changes that were occurring
in her abilities and was devastated by these
changes.

Videotape Vignette #1 of Edna Gates,
January 5, 1994

At Huron Woods, Mrs. Gates was a member
of a reminiscence group, which met once a



week for an hour. The purpose of this group
was to provide opportunities for five women
with similar abilities to reminisce about
their pasts and to reflect on the joys and
disappointments in their lives. The group
was carefully structured to enable the group
members to successfully participate. There
was a specific seating plan, introductions,
refreshments and a closing ritual. A sense
of trust, intimacy and friendship developed
among the women as they began to come
out of their shells to share their feelings and
stories. Two of the Huron Woods staff co-
facilitated the group.

In the first vignette, you will see Mrs. Gates
(wearing a red dress) reminiscing about her
life. Through a process of trial and error, the
facilitators had learned what questions were
most helpful in triggering memories about
her life. As you and the staff watch the
video, keep in mind the following questions:

e What are Mrs. Gates’ remaining abilities
and strengths? For example, her lovely
sense of humor, her social skills, ability
to recall things about her past.

e What are some of the challenges Mrs.
Gates is experiencing because of some
of the brain changes? She is having
difficulty saying certain words — uses
the word “cookie” to describe different
situations.

® Describe Mrs. Gates’ mood during the
small group experience. She appears
relaxed, animated, enjoying the
friendship of others in the group.

Videotape Vignette #2, June 6, 1994

Mrs. Gates had been invited to join a small
dinner group, which met once a week.

The purpose of this group was to provide

a pleasant mealtime experience for four
women with moderate dementia. The group
was carefully structured and members were
encouraged to eat independently and to
socialize with each other between courses.

In the vignette, you will notice Mrs. Gates
(in the light green outfit) at the top of

the screen. She has just been invited by
one of the staff to join the dinner group.
Unfortunately, the staff did not consider the
order in which group members were invited
to the dining room. Mrs. Gates did best when
she was the last person to be invited to the
group. Because of the brain damage to her
frontal lobe, she had difficulty adjusting

to new situations and to the commotion
involved as people entered the dining room
and were seated. You will see Mrs. Gates
become increasingly frustrated. As you and
the staff watch the vignette, keep in mind
the following questions:

e What are Mrs. Gates’ remaining abilities
and strengths?

e What are some of the difficulties Mrs.
Gates is encountering during the first
few minutes of the dinner group?

e Describe Mrs. Gates’ overall mood. How
can you tell she is frustrated and upset?

e What other approaches could the staff
have used to help Mrs. Gates relax and
focus on the activity of eating?

Videotape Vignette #3, June 1, 1995

Here you will see Mrs. Gates having lunch in
a small room with a staff member. She has
declined considerably and is no longer able
to cope with the noise and confusion in the
main dining room with lots of people eating
together. The commotion caused her a great
deal of distress — she would get up and down
from the table and become angry with others
in the room. She was also having a great deal
of difficulty staying focused on the task of
eating. Hence, staff decided to explore ways
to create a calm and relaxed environment
with minimal stimulation at mealtime. Staff
were focused on looking at ways to help Mrs.
Gates eat independently using finger foods.
As you and the staff watch this vignette, keep
in mind the following questions:

e What are Mrs. Gates’ remaining
abilities and strengths?

e Describe some of the difficulties Mrs.
Gates is having because of the brain
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changes related to dementia. For
example, her inability to stay focused
on the task of eating. Mrs. Gates is no
longer able to follow or “model” the
staff member when she is eating her
sandwich.

e Describe Mrs. Gates’ mood.

e Critique the staff member’s style of
communicating with Mrs. Gates. What is
she doing that is helpful (or not helpful)?

Video Vignette #4, August 31, 1995

Mrs. Gates is significantly more impaired

and needs a great deal of assistance from

the staff. Not long before, she was diagnosed
with secondary cancer. In this clip, the staff
member is focused on creating a pleasant
atmosphere and looking at ways to encourage
Mrs. Gates to eat soft foods and liquids. As
you and the staff watch this vignette, keep in
mind the following questions:

e What are Mrs. Gates’ remaining abilities
and strengths?

e Describe Mrs. Gates’ mood.

e What are some of the approaches the
staff member uses to encourage Mrs.
Gates to eat?

Some wrap-up comments for you as the
trainer to consider:
¢ Brain diseases, such as Alzheimer’s
disease or strokes, affect different
functions or centers in the brain. They
are progressive. There is much, however,
we can do to help people with dementia
lead a quality life.

¢ As caregivers we can:

- Take the time to get to know the
people we serve as individuals who
have a unique life story;

- Consider their feelings;

- Take the time to talk with people
— every moment of contact we have
with a person with dementia is
significant — every task we do is an
opportunity to make a meaningful
connection;
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- Respect them as equals;

- Help people with dementia to use
their remaining abilities;

- Be there to support them in
whatever way they may need help.

Other Videotapes

There are a number of commercial videos
that tell one person’s story, or show different
people at different stages. Several examples
are below. It is important to emphasize that
a video only shows one person’s experience
with the disease — every individual with a
dementia has a different experience.

We have found that the most effective way to
use these is to show 5-10 minutes segments
and then stop and discuss what we've seen.

Staff often find it helpful to talk about the
progression of symptoms in Alzheimer’s
disease. We have included a handout that
describes symptoms at early, middle, late,
and end stages. Several points are important
to make about this:

A note about stages: There is controversy
about whether to teach stages of Alzheimer’s
disease. We have chosen to discuss the
progression in terms of early, middle, late,
and end stage symptoms. These are general
and it is important to make the point that
individuals do not always fall easily into one
stage, that the illness progresses differently
in different people. It may be helpful to
point out to staff that there are complex
stage theories, such as Barry Reisberg’s
Global Deterioration Scale (1983), but there
are also experts such as Virginia Bell and
David Troxel who do not believe in staging at
all, as they think it depersonalizes (1997, p.
31).

Complaints of a Dutiful Daughter. A
daughter tells the story of her mother’s
illness retrospectively. We see shots of her at
home and after move to nursing home. This
video looks at different stages and behaviors,
and does so with a sense of humor. (Length:
45 minutes. There are clear segments where
the video could be stopped and started.)



e What changes do you see in the mother
over time?

e When the mother is still living on her
own, what abilities and strengths do
you see?

e At the point where she moves into the
nursing home, what strengths do you
still see in the mother?

Grace. A husband tells the story of his wife
over a 7 year period. We see her at 3 very
different points in the illness. There are
many possible vignettes to use to illustrate
strengths and difficulties. (Length: 50
minutes. 3 distinct segments. Could use
only part of each segment.)

e What are some of the symptoms of
Grace's dementia?

e What feelings or emotions does Grace
show?

e What changes did you see from the
earlier segment?

e What abilities does Grace still have?
Strengths?

From Here to Hope: The Stages of AD:
Sinal, middle and early. This video
highlights different individuals at different
points in the illness. The late stage
individual is the author of Partial View: An
Algheimer’s Journal; we see brief clips of
him at earlier points (16 minutes). One of
the middle stage individuals is a musician,
still living alone and attending day care (21
minutes). One of the early stage individuals
is modeling for her daughter’s photography
project (17 minutes). (Total length: 77
minutes.)

e What strengths and abilities do you see
at this point in the person’s illness?
e What tasks/things is this person still
able to do?
e What does the individual say about how
he or she wishes to live?
Materials on the CD for this session:
Staff Handout: Progression of Alzheimer’s
Disease

Staff Handout: True / False Quiz
True / False Quiz Answers

Sources of Information on Dementias
There are a number of organizations that
provide information and support to people
with AD and a related dementia, including:

National Alzheimer’s Association

225 North Michigan Ave., Fl. 17

Chicago, Illinois 60601-7633

800/272-3900 to locate the chapter nearest
you and ask for their educational materials
Web site: http://www.alz.org

24/7 Helpline 800/272-3900

Alzheimer’s Disease Education and Referral
(ADEAR) Center

PO Box 8250

Silver Springs, Maryland 20907-8250
800/438-4380

E-mail: adear@alzheimers.org

Web address: http:/www.alzheimers.org

Huntington’s Disease Society of America
505 Eighth Ave. Suite 902

New York, NY 10018

800/345-HDSA
http://www.hdsa.org/site/PageServer?pagena
me=homepage

General Inquiries: hdsainfo@hdsa.org

American Parkinson’s Disease Association
135 Parkinson Avenue

Staten Island, NY 10305

Phone: 1-800-223-2732 or (718) 981-8001
Fax: 1-718-981-4399

E-Mail: apda@apdaparkinson.org
http://www.apdaparkinson.org/user/index.
asp

National Organization for Rare Disorders
PO Box 8923
New Fairfield, CT 06812-8923

(800) 999-6673
http://www.rarediseases.org/
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SESSION 1
OUTLINE FOR
TRAINER

Introducing Alzheimer’s Disease
and Related Dementias

Introductory Comments
What is normal forgetfulness?
What is not?

Aging is a process of change. As we grow
older our bodies change in a variety of
ways. Our senses, particularly vision and
hearing, change — our eyes, for example,
may have difficulty distinguishing pastel
colors. We may need more light to read

or work on tasks. Our ears lose their
sensitivity to certain frequencies. Physical
functions start to slow down. These
changes are a normal part of aging.

Trainer: Use discussion questions or True/
False Quiz here.

What do you think happens to our memory
and thinking ability as we grow older?

e We take longer to learn new
information or skills. The saying “An
old dog can’t learn new tricks” is not
true. It just takes an older dog longer!

¢ It is harder to retrieve information
from our long term memories because
there is so much information that has
been filed away.

e We need more memory cues for recall.

Our memories have a harder time
retrieving information as we get older,
so it may take more cues for us to
remember.

e We take longer to remember certain
types of information like names or
places.

e We’re more easily distracted, which
can affect a person’s memory.
Background noise or lots to look at can
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easily cause us to have trouble with our
memories.

e Our memories are more affected by
fatigue, illness, stress, grief, certain
medications, vision and hearing loss
or by a lack of concentration. Such
losses can occur at any age and can be
reversed when the stress lets up.

These minor memory lapses are often
referred to as “benign forgetfulness.” While
the memory loss is annoying, it does not
significantly disrupt the person’s life.

Most people with normal memory loss
can compensate by writing reminders to
themselves, making lists, allowing time
for remembering or repeating out loud the
information they want to remember.

There are a growing number of older adults
who experience persistent forgetfulness but
have no other difficulties with thinking.
This condition is referred to as “mild
cognitive impairment.” There is growing
evidence to suggest that changes in the
brain are occurring and that these changes
are the same processes that cause AD.

When memory problems become severe
enough that they interfere with normal
daily living activities, this is not normal
aging. Most likely it is the result of a
disease. Problems with concentrating,
following directions, handling finances

and keeping track of conversations are
symptoms that indicate something far more
serious is going on.

What s dementia? What is
delirium?

Dementia comes from Latin meaning “from
the mind” or “out of mind.” It has been
mentioned in the Bible and in early Greek
and Roman writing suggesting that it has
affected people for many, many years.

To many, the word dementia implies
craziness and hopelessness — this is not
true.



Dementia is a term used to describe

a group or pattern of symptoms
characterized by a decline in intellectual
abilities from a person’s previous state.

e Noticeable change in the person’s
thinking abilities from the way he/she
used to be.

e Not caused by a single disease, but
rather many different diseases or
problems can cause dementia.

e Person is alert and awake. This
element distinguishes dementia from
delirium.

e The preferred term now, instead
of senility, organic brain syndrome,
hardening of the arteries.

e Not the name of a single disease.

e Caused by many different conditions,
some treatable, some not.

Delirium is a condition in which there is
an acute, reversible change in a person’s
behavior — acute meaning that it happens
suddenly, reversible that it can often be
treated and reversed.

e Characterized by a clouding of
consciousness, the person is
inattentive or unable to sustain
concentration.

¢ Frequently caused by medication
toxicity, abnormal electrolytes or an
infection such as a UTI or pneumonia.

e Delirium is often reversible. It is
important that staff watch for sudden
changes in sleep patterns, increased
agitation or irritability, fever, pain,
restlessness or recent incidents of
urinary accidents.

Symptoms of Dementia

Memory loss and impairment in one or
more of the following:

e Language abilities — person may have
trouble understanding spoken word
and written communication, may have
difficulty finding words.

¢ Disorientation to time or place — need

to be reminded of what day it is or to
be given directions to places that were
once familiar.

e Ability to do calculations such as
balancing check book.

e Difficulty performing familiar tasks
— forgetting recipes in cooking,
neglecting household chores, trouble
with shopping.

* Poor or decreased judgment especially
with driving and operating other
appliances.

e Changes in behavior or personality —
person may begin to withdraw socially,
may have explosive angry spells, may
become disinterested, easily frustrated.

Causes of Dementia
Dementia is caused by a disease of the
brain.

e A process that causes something to be
broken in the structure or function of
the brain.

* More than 80 different medical
conditions that can cause dementia,
including:

Degenerative Brain Diseases

Alzheimer’s disease (AD)

Dementia with Lewy Bodies (or Lewy Body
Dementia)

Parkinson’s disease

Huntington’s disease

Progressive supranuclear palsy

Multiple sclerosis

Frontotemporal degeneration (or Frontal
Lobe dementia)

Pick’s disease (a form of Frontal Lobe
dementia)

Cerebrovascular Diseases
Multi infarct disease (stroke)

Infectious Diseases

Syphilis

HIV (AIDS dementia complex)
Creutzfeld-Jakob disease (related to “mad
cow disease”)



Vitamin Deficiencies

Vitamin B12 deficiency
Vitamin B6 deficiency
Vitamin B1 (Thiamine) deficiency

Toxin Exposure

Alcohol
Medications
Heavy metals (lead, mercury, arsenic)

Endocrine Diseases
Diseases that affect the thyroid

Brain Tumors

Estimated that 50-65% of dementia is
caused by Alzheimer’s disease.

Controversy about second most
common cause of dementia — vascular
dementia (multi-infarct) or Diffuse
Lewy Body dementia.

The Importance of a
Comprehensive Dementia
Evaluation
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Recognizing symptoms and obtaining
an accurate diagnosis is very
important.

Dementia is sometimes caused

by treatable conditions, such as
medication side effects, nutritional
deficiencies, or depression.

Early, accurate diagnosis is important
in determining the course of treatment
and managing symptoms such as
depression or agitation.

It enables the person and his/her
family to plan for the future while the
person with memory loss can still take
part in making decisions.

There are medications such as Aricept
and Exelon which are available for
individuals diagnosed with mild

to moderate Alzheimer’s disease.
These medications do not reverse

the progression of AD, rather they

are intended to enhance memory

functioning. Many others are
currently under investigation.

e The medical specialists who are
most attuned to diagnosing dementia
are neurologists, psychiatrists, and
geriatricians. Most large cities have
specialized diagnostic or geriatric
assessment clinics.

Key Components of a Dementia
Evaluation

e Medical and family history —
observations about when symptoms
first began, personal and social history,
substance abuse, history of present
illnesses, current living situation.

e Physical exam - look for presence
of cardiac, respiratory, liver, kidney,
thyroid disease — also evaluate the
person’s nutritional status, blood
pressure, pulse.

e Laboratory tests — EEG, blood tests,
urinalysis.

¢ Cognitive screening — e.g., Mini-
Mental Status Exam (MMSE), to assess
the person’s sense of time and place,
comprehension, memory, ability to do
simple calculations, ability to complete
mental exercises.

e Neurological exam — look for evidence
of previous strokes, brain tumors, other
disorders known to affect memory and
thinking.

* Brain imaging such as a CT scan
(computerized tomography). This
procedure examines brain tissue
via X-rays. It is used to detect the
presence of tumors, strokes, blood
clots. Sometimes a PET (positron
emission tomography) scan is done;
this procedure is used to try and
detect changes in the way glucose
is metabolized in parts of the brain
that are most affected by AD. The
MRI (magnetic resonance imaging)
is used to measure the size of various
structures in the brain.



e Psychiatric exam — to rule out the
presence of depression or other mental
illness.

¢ Neuropsychological testing — paper and
pencil tests designed to assess cognitive
skills involved in different functions
of the brain. This information can
be particularly helpful when planning
interventions.

Not everyone necessarily has all of these
tests (depends on age, health, history,
resources, insurance, etc.)

Once all the tests are done, the results are
evaluated and a diagnosis is given.

¢ (Clinical criteria have been established
to help guide physicians in making a
“probable” or “possible” diagnosis of
AD or another dementia.

e Accuracy rate by experienced
physicians is 85% or greater as
confirmed by autopsy.

¢ Some individuals have not had a
thorough evaluation and do not have
an accurate diagnosis.

e Families handle diagnoses in different
ways. Some individuals may have
been told by their families or doctors
that they have AD (or whatever their
diagnosis is). Others may not have
been informed. It is important for staff
to be informed and sensitive to the
terms used by the family and physician
to describe the memory loss.

Facts about Alzheimer’s Disease

Alzheimer’s Disease Facts and Figures,
2007
e AD has been around for a long time.

In 1906, Dr. Alois Alzheimer described
a 51 year woman whose memory and
personality deteriorated gradually while
she developed problems understanding,
speaking and writing. After the woman’s
death, Alzheimer examined her brain
and found the characteristic plaques
and tangles.

It is estimated that over 5.1 million
people in the U.S. have AD.

“I have recently been told that I am
one of the millions of Americans
afflicted with Alzheimer’s disease.”
Ronald Reagan, November 4, 1994

More women than men have AD. This
is partly because women tend to live
longer and there are more older women.

More than 70% of nursing home
residents have progressive dementia,
mostly AD.

AD can only be diagnosed with 100%
certainty by a brain autopsy (i.e.
examination of brain tissue under a
microscope) after death. A small piece
of brain tissue is removed surgically
and a pathologist looks for the tiny
brain lesions (plaques and tangles).
But accuracy rate by experienced
physicians is 85% or greater. The
majority of people do not have brain
autopsies, which have to be arranged
ahead of time.

Average length of disease is 7-10 years
after the person has been diagnosed, but
it varies from 3-4 years to more than 20
years.

Average cost of caring for a person
with AD varies from $18,408 /year for a
person with mild AD, to 836,132 /year
for late stage AD. (Leon et al., 1998,
cited in NIA Progress Report, 1999).

70% of people with AD live at home.
Three out of every four caregivers are
women.

The cause(s) of AD are still not fully
understood, although great progress in
brain research has been made in the
last 20 years. Many researchers believe
that multiple factors are involved in
the development of AD, factors that
may interact differently in different
individuals.

Death is usually from a secondary
problem such as pneumonia, a urinary
tract infection, or not being able to
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swallow, which leads to not eating. The
massive loss of nerve cells eventually
affects the auto immune system

and the body is not able to fight off
infections.

Risk Factors for AD - The factors
that researchers have identified that
indicate that a person is at greater risk of
developing AD. Increased risk does NOT
mean the person will necessarily get it
(compare to risk factors for heart disease or
cancer).

e Advanced age. There is an increased
chance of getting AD as we grow older.
The risk of getting AD doubles about
every five years after age 65. People
less than 65 years of age represent a
very small minority of the total number
of people with AD.

e Family history of AD. It is well
established that those who have a first
degree blood relative (parent, sibling)
has been diagnosed with AD are 1-2
times as likely to develop AD as those
without a family history of the disease.
Although risk is increased by a family
history of AD, there is still no certainty
of getting the disease.

e Genetics. In a very small number of
cases, there is a definite genetic link in
families whose members get the disease
in middle age. This rare form of the
disease is referred to as Familial AD.
This form of the disease has been traced
to mutations on chromosomes 1, 14,
and 21.

e Down’s syndrome. Another genetic
risk factor concerns people with Down’s
syndrome, a form of mental retardation
linked to chromosome 21. When their
brain are examined under a microscope
during autopsy, middle-aged people with
Down’s syndrome have similar changes
in brain tissue consistent with AD.

e History of head trauma. Several studies
have shown that suffering a severe
blow to the head resulting in loss of
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consciousness increases the risk of
developing AD later in life. It is well
known that professional boxers who
suffer repeated blows to the head are at
high risk of impairment to their memory
and other brain functions.

The Progression of Alzheimer’s
Disease

Trainer: Use Edna Gates vignettes from
Training Tape or other videotape clips
here.Refer to the discussion questions and
background in Suggestions section.

e Onset of symptoms is gradual and
progressive. Changes are subtle and it
may take several years before person is
evaluated.

e Every individual has his/her own
experience. We are seeing one person’s
experience in these videotapes. While
it is helpful to view this, it is important
to remember that each person with
Alzheimer’s disease has a different
journey.

e The rate of progression from the
milder to more severe stages is
gradual and differs from individual to
individual.

e People who have a relatively early
disease onset (in their 50s) often
deteriorate more rapidly than those
whose onset is later in life.

Early Stage
e Hallmark of AD is loss of recent memory.
e Loss of word-finding ability is commonly
the first language difficulty.

e Increasing difficulty paying attention,
reasoning, and understanding abstract
concepts, such as balancing a check
book or estimating how much a cartload
of groceries cost.

e May develop difficulties with driving.

e Inability to adapt to change or new
situations at work.

¢ Subtle changes in personality — may
show indifference, lack of initiative.



Social skills generally well preserved
— often skillful in hiding any problems
with memory and thinking.

For the most part, person can complete
basic self-care tasks.

To a casual observer, the person looks
physically normal.

Middle Stage

Comprehension of written and spoken
language deteriorates especially when
complex topics are involved.

Changes in speech — still generally use
correct grammar. Speech often remains
fluent — person may begin to say
meaningless statements with made-up
or sound-alike words.

May begin to be repetitive in
conversations, phrases, or questions.
More easily distracted and may often
digress, spending more time on talking
about topics from the past.

More likely to withdraw in difficult
social situations where there are many
people involved in a discussion.

Certain behaviors may become
increasingly problematic — day/night
cycle is confused, agitation, wandering.
May show signs of frustration with their
inability to communicate, becoming
angry or argumentative.

Late Stage

Memory of recent events is seriously
compromised.

Long term memory significantly more
impaired.

Severe communication difficulties.
Some comprehension may still be there
— can still understand emotion and tone
of voice of the staff person.

Difficult behaviors become less of a
focus.

Emphasis is on providing a great deal
of assistance with ADLs. Person is
dependent on staff for personal care.

Incontinence creates challenges with
bathing and toileting.

Decreased appetite — person may lose
weight.
May not recognize self or family.

May still be able to ambulate with
encouragement and assistance by staff.

End Stage and Dying

Physical care very demanding for staff.

Pain assessment and management an
ongoing challenge.

Eating and hydration become difficult.

Immune system compromised. More
vulnerable to urinary tract infections,
pneumonia, and sepsis.

May no longer be able to ambulate
safely.

Skin breakdown may occur.

While the person with AD may be
withdrawing, with carefully structured
experiences, there may be ‘momentary
awakenings’ where the person is
responsive to music therapy, sensory
stimulation, massage etc.

Trainer: See Alzheimer’s Disease: A
Summary Sheet at the end of the Outline.

Multi-infarct Dementia (MID)
Sometimes referred to as Vascular
Dementia

A form of progressive dementia.

Caused by small strokes that occur in
the brain. Stroke occurs when a blood
clot gets lodged in an artery in the
brain, blocking the flow of blood past
the clot, or where the arteries in the
brain harden (atherosclerosis) to the
extent that blood cannot flow through.
If the blockage does not let up, the
nerve cells in the area of the brain not
receiving blood will die. The area of
tissue that dies is called an infarct.

Symptoms similar to those of
AD, including memory loss,
difficulty communicating, and
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often hallucinations, delusions, and
depression. However, there are some
distinctions that set MID apart from
AD.

e Abrupt onset of dementia symptoms
that often progress in “steps” with
abilities remaining steady for a period
of time, then declining rapidly. This
step-wise decline in function is due to
the random occurrence of strokes in
the brain.

e Usually affects people between the ages
of 60 and 75.

e Usually linked to risk factors for
stroke, such as high blood pressure,
heart disease, or diabetes.

e Treatment of risk factors, particularly
hypertension, can slow further
deterioration in abilities.

Related Dementias

A number of degenerative conditions
other than AD that have been identified by
researchers in the last decade. While these
conditions may look like AD, they aren’t.
They are called Alzheimer’s mimics. It is
likely that there are other conditions that
have not yet been described or named.

Features of dementias that are not AD:
e age of onset before age 60

¢ sudden onset or rapid progression

e carly behavior changes or
hallucinations

e carly incontinence or seizures

Even when individuals meet all the criteria
for a diagnosis of probable AD, 10-15% will
have an alternative diagnosis discovered at
autopsy.

Trainer: See Summary Sheets on
Dementia with Lewy Bodies (DLB) and
Frontotemporal Dementia (FTD) at the
end of this Outline.
e May be the cause of up to 20% of
dementia cases; some researchers
are saying that DLB may now be

the second most common cause of
dementia in the U.S.

¢ Often seen in combination with AD.

e An irreversible form of dementia that
is associated with abnormal protein

deposits in the brain called Lewy
bodies.

e Symptoms similar to AD. Include
memory loss, confusion, and difficulty
communicating thoughts and following
conversations.

e DLB characterized by three features:
- Fluctuations in cognitive abilities.

For several days or weeks, person
may function quite well. Then
there may be a series of “bad days”
in which the person’s cognitive
abilities (particularly attention and
visuospatial skills) will suddenly
decline. Difficult sometimes to
distinguish this from a delirium.

- Visual hallucinations. May see
things or people that are not really
there, especially during the early
stages.

- Movement problems. Difficulty
with balance, stiffness, slowed
movements, stooped posture and
sometimes a gait shuffle.

e Person with DLB is very sensitive to
traditional antipsychotic medications
which are used to control behavioral
symptoms.

e Distinction between AD and DLB is
important because it affects treatment
and care a person receives. Staff need
to be aware that the person’s cognitive
and functional abilities may suddenly
decline and that the person may need
extra attention or help with tasks
during this time.

Parkinson’s Disease (PD)

e Most common over the age of 60, but
about 1/3 under age 50.

e Estimated that about 1 million people
in U.S. have PD.



¢ Sometimes individuals in the later
stages of PD develop dementia, (20-
30%) and symptoms of memory loss
and cognitive impairment become
noticeable. But not everyone who gets
PD develops dementia.

® Caused by the loss of brain cells that
produce dopamine, a chemical that
controls muscle activity in the nervous
system. Medications are designed to
“replenish” the dopamine supply in the
brain to help nerve cells communicate
more effectively. These medications
help alleviate most symptoms
associated with the disease, but will not
stop the progressive deterioration.

¢ Primary symptoms include:
- Tremors or shaky movements of
the hands, arms, legs and face.

- Rigidity or stiffness of the limbs
and trunk. So-called “Parkinson’s
mask” is the lack of facial
expression which sometimes
occurs in individuals due to
rigidity of facial muscles.

- Poor balance and coordination.
Falling backwards is a common
problem in PD.

- Decreased movement, slowness.
Early symptom is often that person
no longer swings arms when
walking.

¢ A chronic and progressive disease.

e PD is not inherited, though increased
risk if parent or sibling had it.

Huntington’s Disease

® A rare, hereditary disease. The genetic
defect is found on Chromosome 4.
Children of affected individuals have
a 50 percent chance of inheriting this
gene.

* Onset of symptoms usually between
the ages of 35 and 40.

¢ Characterized by involuntary muscle
movements, generally limbs and/or
facial muscles.

e Other symptoms include delusions,
hallucinations, paranoia, and
depression.

¢ Drastic changes in mood are also
common.

e Pattern of memory impairment quite
different from that in AD. As the
condition progresses, movements
become severe and uncontrollable and
memory loss and decline in a person’s
cognitive abilities also occur.

e Medications can treat the movement
disorders and psychiatric symptoms;
however, there is no treatment
available to stop the progression of HD.

e Genetic testing and counseling
available for HD.

Pick’s Disease (a form of Frontal
Lobe Dementia)

e A relatively rare form of dementia.

e Average age of onset between 50-60
years.

e Memory loss NOT the most noticeable
sign of early Pick’s disease. Instead,
the first signs include distinct
personality changes. Strange behavior
may include increased irritability
and aggression, poor judgment,
increased eating and weight gain, and
inappropriate sexual behavior.

e Severe memory loss not typical until
the final stage of the condition.

e Memory impairment usually involves
an inability to find appropriate words
or understand everyday conversation.

Concluding Remarks
e Probably many other forms of dementia
yet to be discovered.

¢ Brain autopsies an important way to
determine the true cause of dementia.

e Useful to know something of the
different forms of dementia. But most
important thing is to treat all residents
with respect and dignity.
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¢ Brain diseases, such as Alzheimer’s
disease or strokes, affect different
functions or centers in the brain.
They are progressive. There is much,
however, we can do to help people with
dementia lead a quality life.

® As caregivers we can:

Take the time to get to know the
people we serve as individuals who
have a unique life story.

Consider their feelings.

Take the time to talk with people.
Every moment of contact we have
with a person with dementia is
significant. Every task we do is an
opportunity to make a meaningful
connection.

Respect them as equals.

Help people with dementia to use
their remaining abilities.

Be there to support them in
whatever way they may need help.




ALZHEIMER’S DISEASE (AD)

A Summary Sheet of Information and Intervention Suggestions
With an Emphasis on Cognition

By Shelly E. Weaverdyck, PhD

CHARACTERISTICS

Brain disorder

Most obvious symptoms: memory loss and cognitive impairment

Progression: increasing severity of symptoms over time (a progressive dementia)

Onset: insidious; age 40-90, usually over age 65 (median age 73.5)

Duration: average 8 years from onset to death (may vary with time of diagnosis)

Cause unknown

Cure: no cure at this time, but there is treatment to reduce symptoms

Diagnosis verified at autopsy

Is the most common cause of dementia (60% of all dementia cases)

Affects 10% of all people over age 65

Risk factors: age, APOe4 gene, Down’s Syndrome, family history

Hereditary in 10% of cases

Course: gradual, steady decline, decline 2-4 points per year on Folstein Mini-
Mental State Exam, no spontaneous improvement

Alois Alzheimer first described neuropathology in a 51-year-old woman in 1907

NEUROPATHOLOGY
Neuritic plaques outside of cells in brain
Neurofibrillary tangles inside of cells in brain
Atrophy (i.e., loss) of brain tissue; cell death
Acetylcholine reduction

LOCATION OF CORTICAL BRAIN CHANGES

Cortical refers to the cortex (i.e., the outer layer) of the brain

Changes (pathological abnormalities) occur in the cortex and in internal
(subcortical) structures of the brain

Changes (pathological abnormalities) occur on both sides of the brain

Order of cortical brain structures affected, creating stages:
Hippocampus (subcortical)
Parietal lobes
Temporal lobes (posterior then anterior)
Frontal lobe

COGNITIVE CHANGES
Memory impairment first obvious symptom
Visuospatial perception and skill impairment:
Difficulty recognizing distance between objects and from self
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ALZHEIMER’S DISEASE (AD)

Summary Sheet
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Difficulty arranging objects in space
Language impairment:
Difficulty understanding and producing speech
Difficulty reading and writing
Difficulty understanding what is being read, when can read
Insight impaired
Judgment impaired
Disorientation
Concentration impaired
Abstract processing impaired
Attention impaired
Sense of time impaired
Ability to analyze, plan, organize impaired
No sensory loss (though may occur with normal aging)
No focal deficits
No disturbance of consciousness
Person becomes increasingly dependent on environment throughout course

EMOTIONAL CHANGES

Depression throughout course, especially in early stages
Emotional lability (switch quickly from one emotion to another)
Less expression of emotional intensity and switching in later stages

BEHAVIORAL CHANGES

Get lost occasionally in early stages; increasingly often throughout course

Loses objects occasionally in early stages; increasingly often throughout course

Distressing behaviors usually triggered by anxiety, confusion and
misinterpretation of environment in middle stages

Distressing behaviors usually triggered by physical pain and discomfort in later
stages

Gait and physical movements preserved until later stages

Incontinence only in later stages

Hallucinations when they occur, occur in later stages

INTERVENTIONS: Non-medicinal

Assess individual regularly over time as dementia progresses

Modify expectations and intervention as change occurs

Express warmth and affection for person, verbally and nonverbally

Respect person as adult; avoid treating person as a child

Stay calm and help the person feel relaxed

Compensate for the person’s cognitive impairment to help person feel good and
comfortable and to prevent fatigue and embarrassment
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Assess and modify environment, caregiver interactions and daily routines
over time throughout course

Maintain appropriate stimulation that engages person
Avoid meaningless or confusing stimulation

Use touch as appropriate when communicating

Simplify daily routines and tasks

Provide information through cues in environment and when communicating

Ensure cues are understandable to person

Avoid arguing with the person

Address person’s feelings and then distract when person engaged in distressing
behavior

Explain to person what caregiver is doing and intends to do

Use concrete requests and concrete cues

Compensate for sensory changes that occur with normal aging

MEDICAL TREATMENTS
Cure unknown
Reduce loss of acetylcholine (inhibit acetylcholinesterase)
Cognex, Aricept, Exelon, Reminyl
Most effective in mild-moderate stages
Memantine (regulates activity of glutamate)
Can be effective in severe stages (for persons with MMSE score of 3-14)
Cholinergic medications for behavioral symptoms
Antioxidants
Anti-inflammatory agents
Neurotrophic compounds
Anti-amyloid deposition
Vitamin E in high doses (only under doctor’s care) (effectiveness is controversial)
To extent AD associated with cardiovascular risk factors, can prevent by reducing
cardiovascular risk factors: Exercise, Diet, cholesterol-lowering
medications (statins) such as Lipitor

COMMENTS

In 1984 criteria for clinical diagnosis created

Red flags that suggest a disorder is probably not AD:
Onset before age 60 years
Sudden onset
Rapid progression
Symptoms that do not occur in the order of typical AD stages
Behavior changes or hallucinations occur much earlier than

memory impairment

Incontinence occurs before later stages
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Seizures occur before later stages
(Exception: Downs may cause earlier seizures)

Abnormal neurological symptoms (impaired gait, falls, weakness) occur
before later stages

RESOURCES

http://www.ninds.nih.gov/disorders/alzheimersdisease/alzheimersdisease.htm
(National Institute of Neurological Disorders and Stroke NINDS)

http://www.alzheimers.org (Alzheimer’s Disease Education and Referral Center
ADEAR)

http://www.alz.org (Alzheimer’s Association)

http://www.med.umich.edu/madrc/ (Michigan Alzheimer’s Disease Research
Center MADRC)
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DEMENTIA WITH LEWY BODIES (DLB)

A Summary Sheet of Information and Intervention Suggestions
With an Emphasis on Cognition

By Shelly E. Weaverdyck, PhD

AD refers to Alzheimer’s Disease

CHARACTERISTICS

Brain Disorder

Most obvious symptoms: impairment in cognition, movement, behavior

Progression: increasing severity of symptoms over time (a progressive dementia)

Onset: age 50-70, usually around 55 or 65

Duration: shorter than ADand shorter life expectancy than AD

Cause unknown

Cure: no cure at this time, but there is treatment to reduce symptoms

Diagnosis verified at autopsy

Very common cause of dementia (20% of all dementia cases in United
States; second most common)

About 66% of people with DLB also have cognitive symptoms of AD

Course: fluctuating (alternating periods of higher and lower functioning)
with an overall decline over time, spontaneous improvement and decline,
more rapid course than AD

Increased sensitivity to some medications

Named after F. H. Lewy, a German neurologist who in 1912 found the pathology
(Lewy Bodies) in the brain stem

Other names: Lewy Body Dementia (LBD), Cortical Lewy Body Disease (CLBD)

NEUROPATHOLOGY

Lewy bodies inside brain cells

Acetylcholine reduction

Dopamine reduction

Neuritic plaques and neurofibrillary tangles (when AD present, as it frequently is)

LOCATION OF CORTICAL BRAIN CHANGES

Cortical refers to the cortex (i.e., the outer layer) of the brain
Changes (pathological abnormalities) occur in the cortex and in internal
(subcortical) structures of the brain
Changes (pathological abnormalities) occur on both sides of the brain
Cortical brain structures affected:
Parietal lobe
Occipital lobe
Temporal lobe
Subcortical changes disrupt frontal lobe functioning
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Brain stem (subcortical): disrupted consciousness, REM sleep, and
sleep behavior)
Limbic cortex (subcortical): disrupted emotions

COGNITIVE CHANGES

Fluctuations: good periods, then periods of more impairment, then good periods

Memory less affected than in AD (memory loss more evident in later stages)

Visuospatial: difficulty recognizing distance between objects and from self and
difficulty arranging objects in space

Attention impairment (fluctuates)

Frontal-subcortical skills impaired

Logic based on wrong premise (paranoia with a detailed, perhaps plausible
rationale)

Problem solving impaired early in course

More insight than in AD, often

Sensitivity to noise, sometimes

Disinhibition, sometimes

Inapproriate sexual behaviors, sometimes

Manipulation and controlling behaviors, sometimes

May sense or know hallucination isn’t true, but is still emotionally engaged

EMOTIONAL CHANGES

Mood shifts: may be rapid;
Unexplained and unpredicted anger or aggression, sometimes
Depression is common

BEHAVIORAL CHANGES

Hallucinations: particularly visual, emotionally engaging; begin early in course;
well formed, detailed

Parkinson symptoms: slowed movements (bradykinesia); balance impairment;
coordination impairment; rigidity; stooped posture; shuffling walk; some
people have a tremor

Falls

Paranoia

Delusions

Syncope

Transient loss of consciousness (unexplained)

REM Sleep disturbance: act out dreams (can begin years or decades before
dementia symptoms appear; sleep gets better as dementia symptoms get
worse)

Good days (weeks) bad days (weeks)

Most persons are not aggressive, but many persons with dementia who are
aggressive have DLB. Non family caregivers often report particular
fondness for the person between episodes.
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INTERVENTIONS: Non-medicinal
Use visuospatial interventions:
economy of movement (move minimally, gesture minimally, organize so
most caregiver movement is out of sight of person)
watch for person’s reaction and adjust caregiver response
reduce clutter and unnecessary objects
slow down
approach from front
Maintain flexible and accurate expectations of person (expect fluctuations)
Address unpredictability of cognition and behaviors
Do difficult tasks (e.g., bathing) when person is in higher functioning period
Don’t argue
Ask carefully (maybe indirectly) about hallucinations
Counsel to find way of tactfully communicating when hallucination isn’t true
Counsel person using insight that may be intact until later stages
Reduce noise
Walk to keep legs from going numb and to reduce rigidity
Prevent falls
Soften environment to reduce risk of injury from falls
Monitor nighttime sleeping behavior
Monitor for mood shifts and unexpected aggression
Constant 1:1 to prevent unpredictable aggression
Treat depression
Remember what is lovable about this person
Support family/caregivers (guilt, doubt, frustration)
May need to move to long-term care setting earlier than in AD (family fatigue,
family not accurate in perception, family guilt)
Address uncertainty and guilt of caregiver
Educate/remind caregiver course is unpredictable
Educate/remind caregiver DLB can look like it’s not dementia, though it really is
Tell families/caregivers:
Description of the course of DLB
Remember it is dementia even when person appears normal or unlike a
person with AD (e.g., memory for details)
Fluctuations
Expectations can be too high (or too low some days)
Unpredictable behavior and cognition
Easy to feel guilty
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MEDICAL TREATMENTS:

Cure unknown

Reduce loss of dopamine (Parkinson medications)

Reduce loss of acetylcholine (AD medications)

Anti-psychotic medications (neuroleptics) for hallucinations and delusions may
cause severe rigidity or death (neuroleptics lower dopamine levels)

Unusually sensitive response to sedatives (extreme responses)

Medications that treat behaviors and hallucinations may make the Parkinsonian
symptoms worse; medications that treat the Parkinsonian symptoms may
make the behaviors and hallucinations worse. Dosages must constantly be
monitored and adjusted.

COMMENTS

In 1996 consensus criteria for clinical and pathologic diagnosis created
and have since been updated.
Kosak detected Lewy Bodies in cortex at autopsy in 1984 with new stain (dye)
Lewy bodies are pink abnormalities that darken over time, inside the cell
Often misdiagnosed as: Dementia with psychosis, with agitation, with
hallucinations, or similar behaviors;
or, early in the course, as a mental illness

RESOURCES

http://www.ninds.nih.gov/disorders/dementiawithlewybodies/dementiawithlewy
bodies.htm (National Institute of Neurological Disorders and Stroke
NINDS)

http://www.lewybodydementia.org (Lewy Body Dementia Association, Inc.)

http://www.alzheimers.org (Alzheimer’s Disease Education and Referral Center
ADEAR)

http://www.alz.org (Alzheimer’s Association)

http://www.med.umich.edu/madrc/ (Michigan Alzheimer’s Disease Research
Center MADRC)
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Do not reproduce without written permission from the author.
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FRONTOTEMPORAL DEMENTIA (FTD)

A Summary Sheet of Information and Intervention Suggestions
With an Emphasis on Cognition

By Shelly E. Weaverdyck, PhD

AD refers to Alzheimer’s Disease.

CHARACTERISTICS

Brain disorder

Most obvious symptoms: behavior and personality changes

Progression: increasing severity of symptoms over time (a progressive dementia)

Onset: insidious; age 40-65 usually, (average age about 60)

Duration: slightly longer than for AD

Cause unknown

Cure: no cure at this time, but there is treatment to reduce symptoms

Diagnosis supported by structural imaging (e.g., CT, MRI) or functional
imaging (e.g., PET, SPECT) of person’s brain before death

Fairly common cause of dementia (10-15% of all dementia cases)

About 140,000 — 350,000 people in United States have FTD

Only known risk factor is family history

May be hereditary in 38-60% of cases (chromosome 17, or less often
chromosome 3)

Course: behavior and personality changes are first and most obvious symptoms
throughout course. Course varies with individual. Slower course than
AD, usually.

Name is based on location of neuropathology. A variety of diseases cause FTD.

NEUROPATHOLOGY
Varies with type/cause:
(e.g., Pick bodies are found in 20% of cases at autopsy)
Atrophy (i.e., loss) of brain tissue; cell death
No neuritic plaques
No neurofibrillary tangles
No Lewy bodies
No significant changes in Acetylcholine
No changes in EEG even in late stages

LOCATION OF CORTICAL BRAIN CHANGES
Cortical refers to the cortex (i.e., the outer layer) of the brain
Changes (pathological abnormalities) occur in the cortex and in internal
(subcortical) structures of the brain
Changes (pathological abnormalities) occur on both sides of the brain
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Cortical brain structures affected:
Frontal lobe
Temporal lobe (anterior)

COGNITIVE CHANGES

Preserved in early part of course:
visual & auditory perception
spatial perception
orientation
praxis
memory
time orientation
Preserved in later part of course:
spatial orientation (e.g., don’t get lost as often as do persons with AD)
Insight impaired early in the course
Impairment in speech: very obvious symptom; impaired in early part of course;
increasingly impaired throughout course:
Reduced spontaneity
Fewer words used
Repetition of limited variety of words, phrases, themes
Clichés used; difficulty individualizing speech to situation
Echolalia (person says words or phrases she/he just heard)
Perseveration (person repeats an action or speech)
Mutism (lack of speech) eventually, often
Comprehension often less impaired than speech
Impaired earlier in the course than in AD, with increased impairment over time:
Perseveration
Mental rigidity and inflexibility
Concentration impaired
Distractibility
Impulsivity
Reasoning impaired
Judgment impaired
Abstract thinking impaired
Lack of concern for accuracy
Initiation impaired
Sense of time impaired
Ability to empathize with others impaired
Ability to monitor self impaired
Ability to adapt impaired
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EMOTIONAL CHANGES

Depression
Anxiety
Excessive tearfulness
Suicidal thoughts
Delusions
Hypochondriasis
Bizarre somatic preoccupation (focus on own body)
Emotional unconcern (indifference, remoteness, lack of empathy, apathy, blank
facial expressions)
Inappropriate emotional expressions:
Laugh instead of cry
Exaggerated expression
Switch quickly (lability)

BEHAVIORAL CHANGES

Mood and behavior changes early in the course:
Personal awareness impaired (poor personal hygiene and grooming)
Social awareness impaired (lack of social tact, petty crimes)
Disinhibition (inappropriate sexual behavior, physical aggression,
inappropriate laughter and joking, restless pacing)
Lethargy
Family and work ignored or get less attention
Incontinence
Changes vary with individuals
Some quiet and withdrawn; Some disinhibited and disruptive
Some lethargic; Some hyperactive
Repetitive behaviors (e.g., wandering, clapping, singing, dancing)
Ritualistic behaviors (e.g., hoarding, cleaning)
Fixations and obsessions
Impulsivity
Hyperorality (e.g., overeating, food cravings, excessive smoking , excessive
alcohol consumption, putting objects in mouth)
Exploring and handling objects in environment excessively or inappropriately
Sleep increase in time and increased drowsiness
Movement rigid in later part of course, sometimes

INTERVENTIONS: Non-medicinal
Assess individual for abilities and functions (do not generalize FTD symptoms)
Acknowledge that comprehension is usually better than expression of language:
Talk to person directly
Don’t talk about person in front of her/him
Avoid giving unintended cues or information
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Orient to time
Structure person’s time with activities and events
Emphasize consistency; and predictability in:
Schedule of events and daily routines (in time, duration, and order)
Who is providing care (same caregiver each time)
The way a task is done (e.g., order of task steps, same task objects)
Where events and activities take place
Environment (e.g., avoid changing rooms or furniture)
Methods of communication
When communicating:
Increase non verbal forms of communication
Get and keep the person’s attention
Give time to start action
Keep information and requests concrete
Use few words, short words and phrases
Use most important words first
Use music, singing, rhythm to help person move and to shift attention
Be clear and respectful with requests; minimize emotional energy and
content of request
Use speech therapy that relies on intact parietal lobe functions rather than
impaired frontal lobe functions (e.g;, use nonverbal stimuli and methods
of communications, music, rhythm, fewer lengthy explanations or
questions)
shift from one thought or activity to another slowly; give time
Address social behaviors of person:
distress of caregiver regarding behaviors (embarrassment, concern)
impact on children and coworkers
community awareness, support, law enforcement
Support family and caregiver
Address anger
Educate/remind caregiver FTD is a brain disorder
Prepare for employment and financial implications
Prepare for future care
Tell caregiver and family:
Explain course of FTD
Expectations must match individual abilities
Comprehension is usually less impaired than speech
Be predictable: minimize change, do the things the same way each time

MEDICAL TREATMENTS

Cure unknown
Increase serotonin for repetitive and obsessive behaviors
Cholinesterase inhibitors do not help, since Acetylcholine is not reduced
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COMMENTS

In 1994 consensus criteria for clinical and pathologic diagnosis first created
and have since been updated.

Pick bodies were first described in a patient by Arnold Pick in 1906.

Often misdiagnosed as AD

May be associated with Lou Gehrig’s Disease (Amyotrophic Lateral Sclerosis)

RESOURCES

http://www.ninds.nih.gov/disorders/picks/picks.htm (National Institute of
Neurological Disorders and Stroke NINDS)

http://www.FTD-Picks.org (Association for Frontotemporal Dementias (AFTD)

http://www.alzheimers.org (Alzheimer’s Disease Education and Referral Center
ADEAR)

http://www.alz.org (Alzheimer’s Association)

http://www.med.umich.edu/madrc/ (Michigan Alzheimer’s Disease Research
Center MADRC)

Radin, L & Radin G (Eds) What if it’s Not Alzheimer’s? Prometheus Books,
Ambherst, New York 2003 (More info: phone 716-691-0133, ext. 207).

© Copyright 2004 (Rev 2005) by S. Weaverdyck.

Do not reproduce without written permission from the author.

This document is in preparation for publication.
Please send questions and comments to
Shelly E. Weaverdyck, PhD. at sweaverd @umich.edu

Originally produced as part of the in-kind funding for the Michigan Alzheimer’s Demonstration Project.
Funded by the Public Health Service, Health Resources and Services Administration (1992-1998)
and the Administration on Aging (1998-2001) 55% federal funding and 45% in-kind match.
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Session 2: Understanding Brain
Changes in Dementia

Lynn LaRue Chenoweth and Beth Spencer
With Caring Sheets by Shelly E. Weaverdyck

Interactive Training Strategies

e Mini lectures with discussion questions
e Video clips of Irene Porter at mealtimes

e Case study of Mrs. Brock for practicing cognitive
skills

e Styrofoam brain model exercise — Bessie story
e Powerpoint slides and photographs for discussion
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SUGGESTIONS
FOR CONDUCTING
SESSION 2

Understanding Brain Changes in
Dementia

The goals of this session are:
e To teach staff about the different kinds
of memory and how dementia impacts
them.

e To increase staff understanding of the
structure and organization of the brain.

e To increase staff awareness of the
relationship of brain changes to the
challenging behaviors and declining
cognitive skills that impact their ability
to care for persons with dementia.

e To teach staff the hallmarks of brain
change that occur in Alzheimer’s
disease.

Introduction

Our brains are the resource for all that

we do at any given moment in time.

Our brains allow us to make sense of

our environment, allow us to see, hear,
smell, taste, and feel through touch.

Our brains enable us to walk, talk, and
learn, to remember the past, plan for the
future, problem-solve, and organize our
movements. When a person’s brain is
assaulted by a progressive and irreversible
brain condition such as Alzheimer’s disease,
the person’s ability to live a normal,
productive life slowly declines. Eventually,
that person can no longer do many of

the things once taken for granted such

as bathing, dressing, and feeding him or
herself.

We are defined to a great extent by our
ability to respond and function within our
environment. This ability is dependent
on the health of the brain, the body, and
the brain-body connection at any given

time. Our perception of our environment,
how we relate to and function within the
environment, our perception of self and
others, our physical and emotional health,
all depend on the health of our brains.

We've learned from experience that the
quality of our work and our staff’s work is
much improved by an understanding of
the brain and its relationship to a person’s
ability to function. When staff understand
the dementia-related changes, they are
better able to adapt their approaches when
giving care. Understanding brain changes
also helps staff to accept that challenging
behaviors are not intentional. We have
found that knowing this information helps
to reduce some of the frustration staff
experience.

Sessions 1 and 2 lay the groundwork

for all the other training sessions in this
manual. We strongly encourage you to
take the time to work through these initial
sessions in detail with staff before moving
on to ADLs or problem-solving strategies for
challenging behaviors.

This session is comprised of three sections
with accompanying exercises or video
vignettes:

* A brief overview of different kinds of
memory with discussion questions

¢ Introduction to the structure of the
brain

o Vignettes on the DVD that
illustrate the relationship of brain
structure to behavior in a person
with dementia.

o Case study to practice identifying
cognitive skills and dysfunctions

e The brain and Alzheimer’s disease
o The story of Bessie and David
o Brain model exercise

o The four hallmarks of Alzheimer’s
disease
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e Caring Sheets #1, #2, #19

The three Caring Sheets included in this
session were written by Shelly Weaverdyck.
They can be used as handouts, as
background preparation for the trainer, or
both. The full set of twenty-four Caring
Sheets can be found at http:/www.lcc.edu/
mhap/

A brief overview of different kinds of
memory

Many different models of memory

have been developed. These are still
hypotheses as there is a lot that scientists
and psychologists do not understand yet
about how memory works. Still, they have
learned a great deal in the past twenty-five
years and it is quite helpful to understand
a few basic points: We use various kinds
of memory as we function in daily life.
These appear to lodge in several areas of
the brain and can be affected differentially
with dementia.

The different types of memory will be
referenced throughout this manual. In
Session 1, we have already presented some
of the normal age changes in memory and
thinking. These will not be reviewed here
but can be helpful to review with staff as
you discuss how memory works.

We have included a few references for
trainers who would like to read more about
this area; these include writings for lay
people as well as more technical materials
for professionals (Attix and Welsh-Bohmer,
2006; Stern and Fogler, 2005; Zgola, J.M.,
1999; Schacter, D.L., 1996). Be aware

that different professional groups have
categorized and named memory in different
ways; some talk about implicit and explicit
memory, coding and retrieval. We will talk
about working memory, sensory memory,
short-term or recent memory, long-term
memory, and procedural memory. Our
discussion questions and mini-lecture are
quite simplistic, but will help staff begin to
understand the basic points above. We have
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included a few good quotations from experts
in the field.

An important point to make is that
everyone’s memory is individual throughout
life — we all have areas of strength and
weakness — and this is true of people with
dementia as well, both because of lifelong
traits and the dementia. We have included
discussion questions in the outline to help
staff think about each of these areas. There
is a little more elaboration in the Outline.
The types of memory that are discussed
there are:

Working memory, the very short-term
memory one uses to hold onto a phone
number before dialing. Working memory is
usually not as strong in older adults as in
younger people and it can be quite impaired
in some people with dementia.

Sensory memory, what we see, hear, feel,
smell, and taste. Most sensory sensations do
not go into long-term memory.

Short-term or recent memory, the kind

of memory loss that is so evident in those
with Alzheimer’s or some other dementias.
Many times information does not appear
to be making the transfer to long-term
memory.

Long-term memory, where we store our
memories of earlier life. In people with

dementia the long-term memory usually
remains more intact than short-term for
awhile.

Procedural or motor memory is “the
mechanism by which we acquire habits
and learn skills that we eventually do
automatically.” (Zgola, p. 97)

It is important to point out to staff that
procedural memory is located in a different
part of the brain from other types of
memory. The part of the brain where
procedural memory is stored is thought

to be spared until the advanced stages

of dementia. Also, it is important to



understand that procedural memory and
learning rely on repetition. Often people
with dementia can learn new tasks with
enough repetition. However, when tasks are
taken away, when people stop practicing, the
ability can be lost.

Procedural memory will be discussed again
in Session 5 in relation to helping individuals
with dementia with their ADLs.

Introduction to the structure of the brain
Teaching staff about the structure of the
brain helps them understand the behaviors
they see in a new light. There are some
discussion points for you to make about
brain structure. The exercises in this session
were designed to help staff understand and
practice some of the information about brain
structure, which can seem very technical if
taught without exercises.

At the end of this session, we have

included three Caring Sheets written by
neuropsychologist, Shelly E. Weaverdyck,
Ph.D. These Caring Sheets were written in
language that is accessible to direct care staff
and families. Use the Caring Sheets either

¢ As handouts, or

¢ As the basis for mini-lectures on the
brain.

Caring Sheet #1 — The Healthy Brain and
Cognition describes the way the brain is
structured and what functions the various
parts of the brain are responsible for.

Caring Sheet #2 — Brain Changes & the
Effects on Cognition describes the changes
that can occur with dementia and how
different parts of the brain are implicated in
the behavior changes we see.

Caring Sheet #19 - Intervention
Suggestions for Frontal Lobe Impairment
describes the type of behaviors we see

in individuals who have damage to their
frontal lobes and suggests a number of
interventions to use with these people.

Using the Caring Sheets in conjunction
with the Irene Porter video clips or the
Brain Model Exercise or both will help
staff understand the relationships of brain
change to the behaviors we see in our
clients or residents with dementia.

Video vignettes of Irene Porter: Mealtime
experience

These six very short video clips, found on
the DVD, illustrate problems that Irene
Porter typically has eating her meals. Her
problems are a result of brain changes

that have occurred because of probable
Alzheimer’s disease. These are a very good
way to help staff begin to analyze the kinds
of difficulties that individuals are having in
more detail and to relate these difficulties to
specific changes in the brain.

Instructions

Provide staff with the worksheet to fill in as
they watch the video clips before engaging
in a discussion. The Irene Porter at
Mealtime Worksheet is on the CD. Because
the clips are very short, it makes sense to
watch them all before discussing. Below is
an example of video clip #1.

Analyzing the video clips: Instruct staff to
view the clips with 3 questions in mind:
e What problem(s) is Irene having?

e What part of the brain is involved with
this problem?

e What strategies does the staff member
use to enable Irene to be more
successful?

Clip #1
® Brain Changes: Frontal Lobes

® Problem: Irene does not recognize that
she has eaten all of the strawberries
and the bowl is empty.

e Strategy used: Have staff discuss this
after watching the short video clip.

Case study of Mrs. Brock

This case study was developed to use with
staff to help them apply information about
the brain to an actual situation. The Case
Study: Mrs. Brock’s Brain and Behavior,

51



the Worksheet for Case Study, and the
Cognitive Skills List are on the CD.

It is important for staff to have some
experience in interacting with persons
with dementia before they attempt this
case study. The discussion questions that
accompany the case study are probably too
difficult to use with new staff, but should
work quite well with more experienced
staff. We have developed a Cognitive Skills
List to accompany the case study. This
seems to help staff make the connections
between Mrs. Brock’s difficulties and some
of the brain changes.

Instructions for use of case study:
e Give each staff member a copy of the

case study and the Cognitive Skills List.

¢ Follow normal case study instructions.

e Debriefing of case study: On the CD
there is a Case Study Worksheet with
possible answers to the case study
questions. These are by no means
all-inclusive; there are many other
possible answers that staff may come
up with.

The brain and Alzheimer’s disease: Bessie’s
story

This exercise uses one or more Styrofoam
head models to help staff learn and practice
some important structures of the brain and
relates it to one woman’s story as a way to
try to humanize this information. Below
are instructions for making a Styrofoam
brain model.

Brain model instructions

It does not take long to assemble the brain
model and once completed can be used
over and over. There are step-by-step
photographs for making a brain model on
the CD. This is an opportunity to impress
staff with your creativity!

Materials needed
e Styrofoam Wig Stand (head) — can be
found in Beauty Supply stores, $2.00

- 84.00 each.
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¢ Permanent Markers — Black — Fine to
Medium Point

¢ Permanent Markers — Colors — Fine to
Medium Point (Optional).

e Colored Pencils (Optional).

¢ Personal Items — scarf, boa or collar,
hat, and buttons or other small, light-
weight items for earrings.

e Solid wood board approximately 9”7 x
16” for mounting the Styrofoam head.
Size of board can be smaller but heavy
enough to keep light-weight brain
model from tipping over during the
presentation.

e Fabric to cover the baseboard.
e Scissors.
e Hot glue gun.

Assembly instructions (See photographs
on CD.)
e Place brain model on the baseboard.
Trace around the base of the Styrofoam
head with marker. Remove the model.

e Apply glue with glue gun to the circle
you have traced on the baseboard.

e Immediately position the brain model
onto the clue. Press down firmly. Wait
2 — 3 minutes. Apply a second bead
of clue around the base of the brain
model. Let dry completely before
continuing.

e Qutline and label the lobes:
Frontal Lobes — black marker.
Parietal Lobes — black marker
Temporal Lobes — black marker
Occipital Lobes — black marker

e Lightly color-code the interior of each
pair of lobes.

* Glue on earrings (female model).

e Add facial features with colored pencils
(optional) — eyes, eyebrows, lips, five-
o’clock shadow (male model). Rubbing
colored pencil into the surface of the
model gives a rosy glow to female

cheeks or an unshaven look to male
cheeks.



® Dress your brain model with hat, boa,
collar, scarf, or whatever else you have.

e Cover the baseboard with a piece of
fabric so that it is not visible to your
audience.

¢ Give your model a name. Personalizing
the brain model maintains and
reinforces our philosophy of person-
centered dementia care. Below we
will introduce Bessie’s story — Bessie is
the name we have given to our model.
We've included photos and history of
Bessie’s life to make it more real to
staff.

Bessie exercise
Materials needed
e Toothpicks

e File folder labels or other sticky paper
to make cognition marker “flags.” (See
photo illustrations on the CD.)

Bessie’s story

In the Outline is a brief biography of Bessie
and David LaRue. On the CD are two
photographs — one of their wedding day;
another of Bessie as an elderly woman.
Read the biography of them, show their
photographs, and ask staff the discussion
questions in the Outline.

Following the discussion, use the brain
model of Bessie to talk about what lobes

of the brain account for the behavior and
cognitive changes in Bessie. You may want
to focus on a single task such as dressing,
bathing, or eating. Bessie’s mealtime
experience is used in the Outline as an
example of how this can be done.

Strategies for addressing these behaviors
will be addressed in Session 5. Here, the
trainer’s role is to help the staff make the
connection between those invisible brain
changes discussed earlier and changes in
behaviors and declining cognitive skills.

You may also find the brain model helpful
earlier, while you use the Caring Sheets to
teach the basic structures of the brain.

The four hallmarks of Alzheimer’s disease
Staff sometimes want to understand more
about the changes occurring in the brains of
individuals with Alzheimer’s disease. While
we talk about cognitive changes in different
areas of the brain, this does not explain
what is happening at a cellular level. This
part of the session offers a simplified way to
discuss the brain changes that happen when
someone develops Alzheimer’s disease.

On the CD are photographs of simple props
you can use to illustrate the hallmarks of
Alzheimer’s disease in the brain. Use real
props if you can, though you could show
the photographs instead. A mini-lecture on
each of the four hallmarks is included in the
Outline.

Materials
e Photos of a normal brain and a brain
with Alzheimer’s disease.

¢ [llustrations of neurons with and
without Alzheimer’s disease.

e 3 oranges — small, medium and large.

e Tea strainer or medium-size strainer
(rusty if possible).

e Twisted bundle of plastic straws.

The four hallmarks being presented and
illustrated are:

1. Atrophy or shrinkage of the brain. An
easy way to illustrate this is with three
pieces of fruit. (See photograph on the
CD).

2. Neuritic plaque or “rust” in the brain.
This can be illustrated with a kitchen
strainer. If you happen to have a rusty
one or can put something on it to clog
the holes, that will illustrate the point
even better. (See photograph on the
CD).

3. Neurofibrillary tangles or starvation
of the brain. This can be illustrated
with a bunch of twisted straws. (See
photograph on the CD).

4. Neurochemical deficiencies or low

batteries. Illustrate this with two cell
phones.



Materials on the CD for this session:
Case Study: Mrs. Brock’s Brain and
Behavior

Case Study Worksheet
Cognitive Skills List for Case Study
Irene Porter at Mealtime Worksheet

Seventeen photographs illustrating
exercises, brain models, and props

One photograph showing a normal and an
Alzheimer’s brain

One color illustration of different lobes and
functions of the brain

Two photographs of Bessie at different times
in her life

Mlustration of a normal neuron and a
neuron with neurofibrillary tangles

Ilustration of a synapse
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SESSION 2
OUTLINE FOR
TRAINERS

Understanding Brain Changes in
Dementia

How Memory Works

Introductory Comments

e We are going to begin learning about
the brain with a discussion of how
memory works. It’'s important to
remember that each of us is unique.
No two people have the same abilities
and every person has some parts of
their memory that work better than
others.

e Memory abilities change with normal
aging to some extent, but they are
much more affected by the changes in
the brain that happen with dementia
—illnesses such as Alzheimer’s disease.

e There’s a lot that is not known about
how memory works yet. And there are
many different ideas about this among
scientists and psychologists. This is
just one version of how memory works
in our brains.

Working memory is that very short-term
memory one uses to hold onto a phone
number before dialing or to remember
your grocery list until you get to the store.
Working memory is usually not as strong
in older adults as in younger people and it
can be quite impaired in some people with
dementia.

Discussion questions

How well does your working memory work?
Can you think of examples of trying to
remember a piece of information until you
completed some task?

Is it frustrating when you can’t remember?

Sensory memory is what we see, hear, feel,
smell, and taste. Most sensory sensations

do not go into long-term memory. On the
other hand, sensory memory is often the
most powerful way to evoke some long-term
memories. Pieces of music, smells, seeing
or touching items from childhood are often
extremely good triggers for memories for
adults with dementia.

Discussion questions

Can anyone give us an example of a
memory that comes to your mind with a
particular song or a particular smell?

How can we use sensory memory to
develop pleasant activities for our clients or
residents?

Short-term or recent memory is the kind of
memory loss that is so evident in those with
Alzheimer’s or some other dementias. Many
times information does not appear to be
making the transfer to long-term memory.
Other times, the person has a deficit in

his or her ability